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compassion & choices

of Montana

SupporteEducateeAdvocate. Choice & Care at the End-of-Life.

Why Physicians Support Death with Dignity

Caring for dying patients includes the sacred duty to listen to their fears,
communicate their options, and honor their choices for end of life care.

“The Baxter decision is enormous because it confirms
that upon a terminal patient’s request, a physician can
provide aid in dying. If a physician provides a pre-
scription for medication and the patient decides for
themselves whether to take the medication to achieve
a peaceful death, the physician cannot be prosecuted.
So, the physician is free to assist the terminal patient

in dying should the patient request that.”
Stephen Speckart, M.D., Missoula

“What I hear over and over again from patients

is ‘just don’t let me die in pain, don’t let me die out
of control, don’t let me lose my mind as I am dying.’

I think with this ruling now those concerns that are
expressed by patients, I am going to be able to, with
much greater confidence, say that you will have
control over your own passing, that it wont be in my
control or the control of the state. When you are ready
you will be able to go.”

George Risi, M.D., Missoula

“To require dying patients to endure unrelievable
suffering, regardless of their wishes, is callous and
unseemly. Death is hard enough without being bul-
lied. Like the relief of pain, this too is a matter of

mercy.”
Marcia Angell, M.D.
Senior Lecturer, Harvard Medical School,
Former Editor-in-Chief, New England
Journal of Medicine

“Physician aid in dying is an option available to men-
tally competent, terminally ill patients. If concerned
about an unbearable dying process, the patient can
request a prescription from their physician for medica-
tion they can consume to bring about a peaceful death.
In Washington, this option was made legal through
citizen iniative. The Montana Supreme Court recently
ruled physicians can provide this option among other
end-of-life treatments under Montana law.”

Tom Preston, M.D.
Medical Director, Compassion & Choices
of Washington

“Results of a national survey of 1,088 physicians
revealedthat a clear majority of physicians believe
that it is ethical to assist an individual who has made a
rational choice to die due to unbearable suffering.”

Louis Finkelstein
Institute for Religious and Social Studies

“A national survey of 677 physicians and 1,057 mem-
bers of the general public by HCD Research in Octo-
ber 2005, revealed that the majority of both groups be-
lieve that physicians should be permitted to dispense
life-ending prescriptions to terminally ill patients who
have made a rational decision to die due to unbearable
suffering. The survey indicated that nearly two-thirds
of physicians (62%) believe that physicians should be
permitted to dispense life-ending prescriptions.”

HCD Research (Independent Survey)




“The relief from my terminally-ill patients and their
families is palpable. I think I’ve also helped families
accept their family members’ final wishes in the face
of terrible illness. Aid in dying for terminal patients
is an essential part of good, compassionate end of life
care.”
Nicholas Gideonse, M.D.
Director, Primary Care Center,
Oregon Health Science University

“We support Aid In Dying as a way to allow compe-
tent patients with terminal diseases to decide how to
live the last moments of their lives. When all other
approaches to relive the suffering of a terminal illness
have failed...assisted death is an extension of com-
passionate medical care.”

American Medical Students Association

“I have treated scores of terminally-ill patients,

and not one of them wanted to die. Not one of them
wanted to ‘kill’ themselves. These patients wanted to
live as long as they could experience life. They did
not, however, want to prolong their deaths. As a phy-
sician, I resent the term ‘physician-assisted suicide.’
I have never felt I was assisting a suicidal patient,
but rather aiding a patient with his or her end of life
choice.”

Peter Goodwin, M.D. Professor Emeritus,
Dept. of Family Medicine,
Oregon Health Science University

“Most ... patients suffering from incurable cancer or
other terminal diseases want the right to have some
measure of control, or autonomy, at the end of their
lives. Aid In Dying places that power to choose in the
hands of the terminally ill patient. I believe it is our
responsibility to listen to our patients; and if medical-
ly, morally and legally possible provide them with the
comfort they request. It should be the patient’s deci-
sion and physicians should honor patients’ autonomy
and choice. Dying is a private experience, and should
be in the hands of the patient with support from the
physician.”

C. Ronald Koons, M.D., Chair,
Ethics Committee, UC Irvine Medical Center

Polls Show Physicians’ Support

www.compassionandchoices.org/montana
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The Case for
Terminal Patients’ End-of-Life Choice

Mentally competent, terminally ill patients have the right to choose aid in dying: to request a prescription
Jor medication from their doctors which they can ingest to bring about a peaceful death. Doctors, patients,
religious leaders, the Montana public and a Montana Supreme Court decision, as well as the success of the
Oregon experience support this right of terminal patients in making their own end-of-life decisions.

Patients

The right of terminal patients to make their own
end-of-life decisions is based on the simple premise
that people should be free. Specifically, that when
they are terminally ill and death is near, they should
be free to decide whether to prolong life as long as
possible, or to end their suffering more quickly.
Terminally ill patients, mostly suffering from cancer
and other incurable diseases, want the right to have
some measure of control at the end of their lives.
The right to request aid in dying places the power
to choose solely in the hands of the terminally ill
patient

“I think I should have something to say
about my ending. It’s my decision to make,
and it’s a great comfort to know I can ask my
doctor to honor my choice to die with dignity.”

Steve Johnson
Helena cancer patient

Doctors
“Two of the fundamental bioethical principles that
guide a physician’s interactions with patients are
respect for the patients’ fundamental right of self-
determination and respect for the patients’ interests.
Physicians have an ethical obligation to relieve pain
and suffering and to promote the dignity and au-
tonomy of dying patients in their care.”
Dr. Stephen Speckart,
Missoula cancer specialist

Montana Supreme Court

Our Montana Supreme Court decided, in Baxter
v. Montana, that end-of-life medical choices are pri-
vate, between you and your doctor, and that adults
can request medication to bring about a peaceful
death. The Montana Supreme Court ruled that ter-
minally ill Montanans have the right to choose aid

“Montanans should know this choice is available, . .
in dying under state law.

and physicians should know they can provide aid in

dying. Patients, families, doctors and hospices are
beginning to integrate this into their practice and “...we find no indication in Montana law
the Montana Medical Association should further the that physician aid in dying provided to
discussion among physicians and help establish the terminally ill, mentally competent adult
standard of care for aid in dying.” patients is against public policy.”
Dr. Deric Weiss, a palliative care and Montana Supreme Court
ethics expert at the Billings Clinic Baxter v. Montana




Religious Leaders
Free will, love, and compassion are each an ar-
ticle that Christians should employ in making any
decision that affects oneself and/or others. How any
individual approaches a decision and what that
individual utilizes for his/her decision-making
process is left to that person to decide.”
Rev. John C. Board,
Episcopal Deacon, Helena

Montanans Support End-of-Life
Choice
A strong majority of Montanans support patients’

end-of-life choice because they cherish the freedom
and autonomy it protects. 65% of Montana voters
support the Montana Supreme Court decision grant-
ing end-of-life choice.

Compassion & Choices public opinion survey,

January 2010

Oregon Experience is a Documented
Success

Oregon’s aid-in-dying law has been a tremendous
success. In its first twelve years, only 460 dying
people self-administered, medication to hasten their
imminent death, a tribute to the law’s stringent
safeguards.

The Oregon law is also credited with increasing
referrals to hospice care, improving the quality of
pain management services, and encouraging physi-
cians and families to have early and honest
discussions about honoring the wishes of dying
patients.

Myths:
Why Opponents are Wrong

Opponents consistently make false arguments
about physician aid in dying.

* They deliberately use the scary and misleading
word “suicide” to imply that the law would somehow
cause the deaths of healthy people.

Aid in dying, as set down by the Montana Supreme
Court, applies only to people whose deaths are
already imminent.

e They claim that it would allow doctors to “kill”
people.

Only those already dying can request a prescrip-
tion and then choose to self administer medication
to hasten their deaths when they feel their suffer-
ing has become unbearable.

o They claim it singles out seniors and the disabled
as people of lesser value.

Those groups are treated the same as all others;
their freedom is protected should they become
terminally ill. The Montana Supreme Court deci-
sion only allows aid in dying for terminally ill
adults.

“We believe that people with disabilities,
who have struggled to control their own
lives and bodies, must be allowed to main-
tain this control and autonomy throughout
their lives, and especially at its end.”

Autonomy Disability Rights
Organization

* They claim greedy HMOs will choose to reduce
costs by encouraging death.

Only a patient can make the request and must
control the process from beginning to end.
Patients must take their medication themselves.

www.compassionandchoices.org/montana

1-800 247-7421
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Legalizing euthanasia or
assisted suicide: the 1llusion
of safeguards and controls

ABSTRACT

Euthanasia or assisted suicide—and sometimes
both—have been legalized in a small number of
countries and states. In all jurisdictions, laws and
safeguards were put in place to prevent abuse and
misuse of these practices. Prevention measures have
included, among others, explicit consent by the per-
son requesting euthanasia, mandatory reporting of
all cases, administration only by physicians (with
the exception of Switzerland), and consultation by a
second physician.

The present paper provides evidence that these
laws and safeguards are regularly ignored and trans-
gressed in all the jurisdictions and that transgres-
sions are not prosecuted. For example, about 900
people annually are administered lethal substances
without having given explicit consent, and in one
jurisdiction, almost 50% of cases of euthanasia are
not reported. Increased tolerance of transgressions
in societies with such laws represents a social “slip-
pery slope,” as do changes to the laws and criteria
that followed legalization. Although the initial intent
was to limit euthanasia and assisted suicide to a last-
resort option for a very small number of terminally
ill people, some jurisdictions now extend the practice
to newborns, children, and people with dementia. A
terminal illness is no longer a prerequisite. In the
Netherlands, euthanasia for anyone over the age of
70 who is “tired of living” is now being considered.
Legalizing euthanasia and assisted suicide therefore
places many people at risk, affects the values of
society over time, and does not provide controls
and safeguards.

KEY WORDS
Euthanasia, physician-assisted suicide

1. INTRODUCTION

Euthanasia is generally defined as the act, under-
taken only by a physician, that intentionally ends the

J. Pereira MBChB MSc

life of a person at his or her request 2. The physician
therefore administers the lethal substance. In phy-
sician-assisted suicide (ras) on the other hand, a
person self-administers a lethal substance prescribed
by a physician.

To date, the Netherlands, Belgium, and Luxem-
bourg have legalized euthanasia I->. The laws in the
Netherlands and Luxembourg also allow pas. In the
United States, the states of Oregon and Washington
legalized pas in 1997 and 1999 respectively, but eu-
thanasia remains illegal 3. The situation in the state
of Montana is currently unclear; a bill legalizing
pas was passed by the state legislature in 2010, but
was recently defeated by the state’s Senate Judiciary
Committee.

In the Netherlands, euthanasia and pas were for-
mally legalized in 2001 after about 30 years of public
debate !. Since the 1980s, guidelines and procedures
for performing and controlling euthanasia have been
developed and adapted several times by the Royal
Dutch Medical Association in collaboration with
that country’s judicial system. Despite opposition,
including that from the Belgian Medical Association,
Belgium legalized euthanasia in 2002 after about 3
years of public discourse that included government
commissions. The law was guided by the Netherlands
and Oregon experiences, and the public was assured
that any defects in the Dutch law would be addressed
in the Belgian law. Luxembourg legalized euthanasia
and pas in 2009. Switzerland is an exception, in that
assisted suicide, although not formally legalized,
is tolerated as a result of a loophole in a law dating
back to the early 1900s that decriminalizes suicide.
Euthanasia, however, is illegal *. A person commit-
ting suicide may do so with assistance as long as the
assistant has no selfish motives and does not stand to
gain personally from the death. Unlike other jurisdic-
tions that require euthanasia or assisted suicide to be
performed only by physicians, Switzerland allows
non-physicians to assist suicide.

In all these jurisdictions, safeguards, criteria, and
procedures were put in place to control the practices,
to ensure societal oversight, and to prevent euthanasia

CURRENT ONCOLOGY—VOLUME 18, NUMBER 2
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and pas from being abused or misused >. Some criteria
and procedures are common across the jurisdictions;
others vary from country to country >-°. The extent to
which these controls and safeguards have been able to
control the practices and to avoid abuse merits closer
inspection, particularly by jurisdictions contemplating
the legalization of euthanasia and pas. The present
paper explores the effectiveness of the safeguards
and the “slippery slope” phenomenon.

2. SAFEGUARDS AND THEIR EFFECTIVENESS
2.1 Voluntary, Written Consent

In all jurisdictions, the request for euthanasia or pas
has to be voluntary, well-considered, informed, and
persistent over time. The requesting person must pro-
vide explicit written consent and must be competent
at the time the request is made. Despite those safe-
guards, more than 500 people in the Netherlands are
euthanized involuntarily every year. In 2005, a total
of 2410 deaths by euthanasia or pas were reported,
representing 1.7% of all deaths in the Netherlands.
More than 560 people (0.4% of all deaths) were
administered lethal substances without having given
explicit consent 7. For every 5 people euthanized, 1
is euthanized without having given explicit consent.
Attempts at bringing those cases to trial have failed,
providing evidence that the judicial system has be-
come more tolerant over time of such transgressions >.

In Belgium, the rate of involuntary and non-
voluntary euthanasia deaths (that is, without explicit
consent) is 3 times higher than it is in the Nether-
lands 8°. (“Involuntary euthanasia” refers to a situ-
ation in which a person possesses the capacity but
has not provided consent, and “non-voluntary eutha-
nasia,” to a situation in which a person is unable to
provide consent for reasons such as severe dementia
or coma). A recent study found that in the Flemish part
of Belgium, 66 of 208 cases of “euthanasia” (32%)
occurred in the absence of request or consent '°. The
reasons for not discussing the decision to end the per-
son’s life and not obtaining consent were that patients
were comatose (70% of cases) or had dementia (21%
of cases). In 17% of cases, the physicians proceeded
without consent because they felt that euthanasia was
“clearly in the patient’s best interest” and, in 8% of
cases, that discussing it with the patient would have
been harmful to that patient. Those findings accord
with the results of a previous study in which 25 of
1644 non-sudden deaths had been the result of eu-
thanasia without explicit consent 8.

Some proponents of euthanasia contend that the
foregoing figures are misrepresentative, because
many people may have at some time in their lives
expressed a wish for or support of euthanasia, albeit
not formally. The counterargument is that the legal
requirement of explicit written consent is important
if abuse and misuse are to be avoided. After all,

CURRENT ONCOLOGY—VOLUME 18, NUMBER 2
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written consent has become essential in medical
research when participants are to be subjected to an
intervention, many of which pose far lesser mortal-
ity risks. Recent history is replete with examples of
abuse of medical research in the absence of explicit
informed consent.

2.2 Mandatory Reporting

Reporting is mandatory in all the jurisdictions, but this
requirement is often ignored '-'2. In Belgium, nearly
half of all cases of euthanasia are not reported to the
Federal Control and Evaluation Committee '*. Legal
requirements were more frequently not met in unre-
ported cases than in reported cases: a written request
for euthanasia was more often absent (88% vs. 18%),
physicians specialized in palliative care were con-
sulted less often (55% vs. 98%), and the drugs were
more often administered by a nurse (41% vs. 0%).
Most of the unreported cases (92%) involved acts of
euthanasia, but were not perceived to be “euthanasia”
by the physician. In the Netherlands, at least 20% of
cases of euthanasia go unreported 7. That number is
probably conservative because it represents only cases
that can be traced; the actual number may be as high
as 40% !4, Although reporting rates have increased
from pre-legalization in 2001, 20% represents several
hundred people annually.

2.3 Only by Physicians

The involvement of nurses gives cause for concern
because all the jurisdictions, with the exception of
Switzerland, require that the acts be performed only
by physicians. In a recent study in Flanders, 120
nurses reported having cared for a patient who re-
ceived life-ending drugs without explicit request '°.
Nurses performed the euthanasia in 12% of the cases
and in 45% of the cases without explicit consent. In
many instances, the physicians were absent. Factors
significantly associated with a nurse administering
the life-ending drugs included the nurse being a male
working in a hospital and the patient being over 80
years of age.

2.4 Second Opinion and Consultation

All jurisdictions except for Switzerland require a
consultation by a second physician to ensure that all
criteria have been met before proceeding with eu-
thanasia or pas. In Belgium, a third physician has to
review the case if the person’s condition is deemed to
be non-terminal. The consultant must be independent
(not connected with the care of the patient or with
the care provider) and must provide an objective
assessment. However, there is evidence from Bel-
gium, the Netherlands, and Oregon that this process
is not universally applied %13, In the Netherlands,
for example, a consultation was not sought in 35%

Copyright © 2011 Multimed Inc. Following publication in Current Oncology, the full text of each article is available immediately and archived in PubMed Central (PMC). @
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of cases of involuntary euthanasia’. In 1998 in the
Netherlands, 25% of patients requesting euthanasia
received psychiatric consultation; in 2010 none did '°.
Moreover, non-reporting seems to be associated with
a lack of consultation by a second doctor '*.

In Oregon, a physician member of a pro-assisted-
suicide lobby group provided the consultation in 58
of 61 consecutive cases of patients receiving pas in
Oregon 7. This raises concerns about the objectivity
of the process and the safety of the patients, and raises
questions about the influence of bias on the part of
these physicians on the process.

Networks of physicians trained to provide the
consultation role when euthanasia is sought have been
established in the Netherlands (Support and Consulta-
tion on Euthanasia in the Netherlands) and Belgium
[Life End Information Forum (LEIF)] 18 Their role
includes ensuring that the person is informed of all
options, including palliative care. However, most LEIF
physicians have simply followed a 24-hour theoretical
course, of which only 3 hours are related to pallia-
tive care, hardly sufficient to enable a LEIF member to
provide adequate advice on complex palliative care
needs '°. The development of expertise in palliative
care, as in any other specialty, requires a considerable
amount of time. In the United Kingdom, it involves
a 4-year residency program, and in Australia and the
United States, 3 years.

Oregon requires that a patient be referred to a
psychiatrist or psychologist for treatment if the pre-
scribing or consulting physician is concerned that the
patient’s judgment is impaired by a mental disorder
such as depression. In 2007, none of the people who
died by lethal ingestion in Oregon had been evaluated
by a psychiatrist or a psychologist 2%, despite consid-
erable evidence that, compared with non-depressed
patients, patients who are depressed are more likely
to request euthanasia and that treatment for depres-
sion will often result in the patient rescinding the
request 21723, In a study of 200 terminally ill cancer
patients, for example, the prevalence of depressive
syndromes was 59% among patients with a pervasive
desire to die, but only 8% among patients without
such a desire 2'. Despite that finding, many health
professionals and family members of patients in
Oregon who pursue pas generally do not believe that
depression influences the choice for hastened death *.

A recent Oregon-based study demonstrated
that some depressed patients are slipping through
the cracks 2°. Among terminally ill patients who
received a prescription for a lethal drug, 1 in 6 had
clinical depression. Of the 18 patients in the study
who received a prescription for the lethal drug, 3 had
major depression, and all of them went on to die by
lethal ingestion, but had been assessed by a mental
health specialist.

There is evidence, therefore, that safeguards are
ineffective and that many people who should not be
euthanized or receive pas are dying by those means.

Of concern, too, is the fact that transgressions of the
laws are not prosecuted and that the tolerance level
for transgressions of the laws has increased. More-
over, as the next section will explore, the boundaries
of what constitutes “good” practices with respect to
euthanasia and ras continue to change, and some of
the current practices would just a few decades ago
have been considered unacceptable in those jurisdic-
tions that have legalized the practices.

3. THE “SLIPPERY SLOPE” ARGUMENT

The “slippery slope” argument, a complex legal and
philosophical concept, generally asserts that one
exception to a law is followed by more exceptions
until a point is reached that would initially have been
unacceptable. The “slippery slope” argument has,
however, several interpretations 26, some of which
are not germane to the euthanasia discussion. The
interpretations proposed by Keown in 2002 27 appear
very relevant, however. He refers to these collectively
as a “practical slippery slope,” although the term
“social slippery slope” may be more applicable. The
first interpretation postulates that acceptance of one
sort of euthanasia will lead to other, even less ac-
ceptable, forms of euthanasia. The second contends
that euthanasia and pas, which originally would be
regulated as a last-resort option in only very select
situations, could, over time, become less of a last
resort and be sought more quickly, even becoming a
first choice in some cases.

The circumvention of safeguards and laws, with
little if any prosecution, provides some evidence of
the social slippery slope phenomenon described by
Keown 328, Till now, no cases of euthanasia have
been sent to the judicial authorities for further in-
vestigation in Belgium. In the Netherlands, 16 cases
(0.21% of all notified cases) were sent to the judicial
authorities in the first 4 years after the euthanasia
law came into effect; few were investigated, and
none were prosecuted . In one case, a counsellor
who provided advice to a non-terminally ill person
on how to commit suicide was acquitted 2°. There
has therefore been an increasing tolerance toward
transgressions of the law, indicating a change in
societal values after legalization of euthanasia and
assisted suicide.

In the 1987 preamble to its guidelines for euthana-
sia, the Royal Dutch Medical Association had written
“If there is no request from the patient, then proceed-
ing with the termination of his life is [juristically] a
matter of murder or killing, and not of euthanasia.”
By 2001, the association was supportive of the new
law in which a written wish in an advance directive
for euthanasia would be acceptable, and it is tolerant
of non-voluntary and involuntary euthanasia 73031,
However, basing a request on an advance directive
or living will may be ethically problematic because
the request is not contemporaneous with the act and

CURRENT ONCOLOGY—VoOLUME 18, NUMBER 2

m Copyright © 2011 Multimed Inc. Following publication in Current Oncology. the full text of each article is available immediately and archived in PubMed Central (PMC).



may not be evidence of the will of the patient at the
time euthanasia is carried out.

Initially, in the 1970s and 1980s, euthanasia and
ras advocates in the Netherlands made the case that
these acts would be limited to a small number of ter-
minally ill patients experiencing intolerable suffering
and that the practices would be considered last-resort
options only. By 2002, euthanasia laws in neither
Belgium nor the Netherlands limited euthanasia to
persons with a terminal disease (recognizing that the
concept of “terminal’ is in itself open to interpretation
and errors). The Dutch law requires only that a person
be “suffering hopelessly and unbearably.” “Suffer-
ing” is defined as both physical and psychological,
which includes people with depression. In Belgium,
the law ambiguously states that the person “must be
in a hopeless medical situation and be constantly
suffering physically or psychologically.” By 2006,
the Royal Dutch Medical Association had declared
that “being over the age of 70 and tired of living”
should be an acceptable reason for requesting eutha-
nasia 32. That change is most concerning in light of
evidence of elder abuse in many societies, including
Canada 33, and evidence that a large number of frail
elderly people and terminally ill patients already feel
a sense of being burden on their families and society,
and a sense of isolation. The concern that these people
may feel obliged to access euthanasia or pas if it were
to become available is therefore not unreasonable,
although evidence to verify that concern is not cur-
rently available.

In Oregon, although a terminal illness with a
prognosis of less than 6 months to live has to be
present, intolerable suffering that cannot be relieved
is not a basic requirement (again recognizing that the
concept of “intolerable suffering” is in itself ambigu-
ous). This definition enables physicians to assist in
suicide without inquiring into the source of the medi-
cal, psychological, social, and existential concerns
that usually underlie requests for assisted suicide.
Physicians are required to indicate that palliative
care is a feasible alternative, but are not required to
be knowledgeable about how to relieve physical or
emotional suffering.

Until 2001, the Netherlands allowed only adults
access to euthanasia or ras. However, the 2001 law
allowed for children aged 12—16 years to be eutha-
nized if consent is provided by their parents, even
though this age group is generally not considered
capable of making such decisions >. The law even
allows physicians to proceed with euthanasia if there
is disagreement between the parents. By 2005, the
Groningen Protocol, which allows euthanasia of
newborns and younger children who are expected
to have “no hope of a good quality of life,” was
implemented 3433, In 2006, legislators in Belgium
announced their intention to change the euthanasia
law to include infants, teenagers, and people with

dementia or Alzheimer disease 3°.
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In Belgium, some critical care specialists have
opted to ignore the requirement that, in the case of
non-terminally-ill patients, an interval of 1 month
is required from the time of a first request until the
time that euthanasia is performed. One specialist
reported that, in his unit, the average time from ad-
mission until euthanasia was performed for patients
that seemed to be in a ““hopeless” situation was about
3.5 days 7. Beneficence, this specialist argued, was
the overriding principle.

Initially, euthanasia in the Netherlands was to
be a last-resort option in the absence of other treat-
ment options. Surprisingly, however, palliative care
consultations are not mandatory in the jurisdictions
that allow euthanasia or assisted suicide, even though
uncontrolled pain and symptoms remain among the
reasons for requesting euthanasia or pas 3%, Requests
by the Belgian palliative care community to include
an obligatory palliative care consultation (“pallia-
tive filter”) were denied '°. From 2002 to 2007 in
Belgium, a palliative care physician was consulted
(second opinion) in only 12% of all cases of eutha-
nasia 3!. Palliative care physicians and teams were
not involved in the care of more than 65% of cases
receiving euthanasia. Moreover, the rates of pal-
liative care involvement have been decreasing. In
2002, palliative care teams were consulted in 19%
of euthanasia cases, but by 2007 such involvement
had declined to 9% of cases. That finding contradicts
claims that in Belgium, legalization has been accom-
panied by significant improvements in palliative care
in the country 3. Other studies have reported even
lower palliative care involvement %13, It must be
noted that legalization of euthanasia or pas has not
been required in other countries such as the United
Kingdom, Australia, Ireland, France, and Spain , in
which palliative care has developed more than it has
in Belgium and the Netherlands.

The usefulness of a single palliative care as-
sessment has been challenged—even when it is an
obligatory requirement, as is the case at the University
Hospital of the Canton of Vaud, Lausanne, Switzer-
land (the first hospital to allow, in 2005, assisted
suicide in Switzerland 4°) 4!, Among U K. palliative
care physicians, 63% feel that a single assessment is
insufficient to fully evaluate and address the needs
of a person requesting euthanasia or pas 2. A similar
number of U.K. psychiatrists have expressed similar
concerns 4344, and only 6% of Oregon psychiatrists
are comfortable providing consultations for patients
requesting pas 4.

Originally, it was the view of the Supreme Court
of the Netherlands, the Royal Dutch Medical Asso-
ciation, and the ministers of Justice and Health that
euthanasia would not be an option in situations in
which alternative treatments were available but the
patient had refused them. When this view conflicted
with the accepted ethical principle that patients are
allowed to refuse a treatment option, the law was
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altered to allow access to euthanasia even if the
person refused another available option such as
palliative or psychiatric care. One consequence of
the change is that, the appropriateness of suicide
prevention programs may begin to be questioned,
because people wanting to commit suicide should,
on the basis of autonomy and choice, have the same
rights as those requesting euthanasia.

There are other examples that a “social slippery
slope” phenomenon does indeed exist. In Switzerland
in 2006, the university hospital in Geneva reduced
its already limited palliative care staff (to 1.5 from 2
full-time physicians) after a hospital decision to allow
assisted suicide; the community-based palliative care
service was also closed (JP. Unpublished data). Of
physicians in the Netherlands, 15% have expressed
concern that economic pressures may prompt them
to consider euthanasia for some of their patients; a
case has already been cited of a dying patient who
was euthanized to free a hospital bed 6. There is evi-
dence that attracting doctors to train in and provide
palliative care was made more difficult because of
access to euthanasia and pas, perceived by some to
present easier solutions, because providing pallia-
tive care requires competencies and emotional and
time commitments on the part of the clinician 4748,
At the United Kingdom’s parliamentary hearings
on euthanasia a few years ago, one Dutch physician
asserted that ‘““We don’t need palliative medicine, we
practice euthanasia’ *°. Compared with euthanasia
cases, cases without an explicit request were more
likely to have a shorter length of treatment of the
terminal illness '°.

Advocates of euthanasia have largely ignored
these concerns about the “social slippery slope” and
have opted to refute the “slippery slope” argument
on the basis that legalizing euthanasia and pas has not
led to exponential increases in cases of euthanasia
or pAs or in a disproportionate number of vulnerable
persons being euthanized 7-2¢3%. However, there is
evidence that challenges those assertion.

The number of deaths by euthanasia in Flanders
has doubled since 1998 3°. Of the total deaths in this
Flemish-speaking part of Belgium (population 6 mil-
lion), 1.1%, 0.3%, and 1.9% occurred by euthanasia
in 1998, 2001, and 2007 respectively 3° (about 620,
500, and 1040 people respectively in those years).
The requirement of the law to report euthanasia
cases (aided by laxity in prosecuting cases that fall
outside the requirement) may explain some, but not
all, of the increase 3!. Chambaere et al. '° reported
in the Canadian Medical Association Journal that in
Belgium, euthanasia without consent had decreased
from 3.2% in 1998 to 1.8% in 2007. But a closer
review of the original study shows that the rate had
declined to 1.5% in 2001 and then increased again
to 1.8% in 2007 3°.

In Holland, the overall rate of euthanasia was
1.7% of all deaths in 2005, down from 2.4% and

2.6% in 2001 and 1995 respectively, but no different
from 1990 when the rate was 1.7% 7. However, the
Dutch government’s official statistics indicate a rise
of 13% in 2009 compared with 2008; euthanasia now
accounts for 2% of all deaths. Given the increasing
numbers, interest in developing facilities that provide
euthanasia (similar to those of the Swiss pro—assisted
suicide group Dignitas) has recently been increas-
ing. In Oregon, although the number of cases of ras
remain very small relative to the population, the rate
has been increasing: 24 prescriptions were written in
1998 (16 of which led to deaths by pas), 67 prescrip-
tions in 2003 (43 of which led to deaths by pas), and
89 in 2007 0.

In Belgium, the rates of involuntary and non-
voluntary euthanasia have decreased; together they
accounted for 3.2%, 1.5%, and 1.8% of all deaths in
1998, 2001, and 2007 respectively (1800, 840, and,
990 people respectively in those years) °. In the Neth-
erlands, the rate decreased from 0.7% in 2001 to 0.4%
in 2005 7. The actual rate is probably higher, given the
large number of unreported cases. Notwithstanding
the decrease, the rates are perturbing.

Battin ef al. °! examined data from Oregon and
the Netherlands and concluded, as have others 39,
that there was no evidence that vulnerable people,
except for people with aIps, are euthanized dispro-
portionately more. “Vulnerable” was defined in
that study as individuals who are elderly, female,
uninsured, of low educational status, poor, physi-
cally disabled or chronically ill, younger than the
age of majority, affected with psychiatric illnesses
including depression, or of a racial or ethnic minor-
ity. Finlay and George challenged the study on the
basis that vulnerability to pAs or euthanasia cannot be
categorized simply by reference to race, sex, or other
socioeconomic status. Other characteristics, such as
emotional state, reaction to loss, personality type,
and the sense of being a burden are also important 2.
Patients are also vulnerable to the level of training
and experience that their physicians have in palliative
care and to the personal views of their physicians
about the topic. For example, one study showed that
the more physicians know about palliative care, the
less they favour euthanasia and pas 3.

Two recent studies further contradict the findings
by Battin and colleagues. Chambaere et al. found
that voluntary and involuntary euthanasia occurred
predominantly among patients 80 years of age or
older who were in a coma or who had dementia '°.
According to them, these patients “fit the description
of vulnerable patient groups at risk of life-ending
without request.” They concluded that “attention
should therefore be paid to protecting these patient
groups from such practices.” In another study, two
of the factors significantly associated with a nurse
administering life-ending drugs were the absence of
an explicit request from the patient and the patient
being 80 years of age or older '°.
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4. THE RESPONSE

What can be done, then, when the best of palliative
care is unable to address suffering?

Zylicz, a palliative care specialist who has
worked extensively in the Netherlands with people
requesting euthanasia and pas, provides a taxonomy
to understand the reasons underlying the requests and
provides stepping stones for addressing the requests.
The requests can be classified into five categories
(summarized by the abbreviation ABCDE) >*:

* Being afraid of what the future may hold

»  Experiencing burnout from unrelenting disease

« Having the wish and need for control

»  Experiencing depression

- Experiencing extremes of suffering, including
refractory pain and other symptoms

Strategies are available to begin to address severe
refractory symptoms, to treat depression, and to deal
with the fear that some people have of what the future
with a terminal disease may hold. Approximately
10%—-15% of pain and other physical symptoms
(such as dyspnea and agitated delirium) cannot be
controlled with first- and second-line approaches
and become refractory. For these symptoms, there
is the option of palliative sedation. Palliative seda-
tion is defined as “the monitored use of medications
intended to induce a state of decreased or absent
awareness (unconsciousness) in order to relieve the
burden of otherwise intractable suffering in a manner
that is ethically acceptable to the patient, family and
health-care providers in patients that are imminently
dying” *3. Its intent is not to hasten death, which dif-
ferentiates it from euthanasia. The goal is to achieve
comfort at the lowest dose of sedative possible (usu-
ally with midazolam infusion, not with opioids) and at
the lightest level of sedation. Some patients therefore
achieve comfort at light levels of sedation, allowing
them to continue interacting with family; in others,
comfort is achieved only at deep levels of sedation.

Studies have shown that losing a sense of dignity
and hope and taking on a sense of burden prompt
some people to seek euthanasia and pas 2172336,
Strategies to improve the sense of dignity, based on
empirical studies that have explored the concept of
dignity within palliative care, have been shown to
work °7. Similar strategies need to be developed in
the areas of hope and burden.

Given effective palliation, including palliative se-
dation for patients with refractory symptoms, the only
remaining issue is that of legalizing “on-demand”
euthanasia and ras when there is no terminal disease
or when the person is tired of living or has a mental
illness. Legalizing euthanasia and assisted suicide in
these circumstances is most concerning and would
have major implications over time, including chang-
ing a society’s values and making suicide prevention
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programs redundant because people wishing to com-
mit suicide would then be entitled to do so.

5. SUMMARY

In 30 years, the Netherlands has moved from eutha-
nasia of people who are terminally ill, to euthanasia
of those who are chronically ill; from euthanasia
for physical illness, to euthanasia for mental illness;
from euthanasia for mental illness, to euthanasia for
psychological distress or mental suffering—and now
to euthanasia simply if a person is over the age of 70
and “tired of living.” Dutch euthanasia protocols have
also moved from conscious patients providing explicit
consent, to unconscious patients unable to provide con-
sent. Denying euthanasia or pas in the Netherlands is
now considered a form of discrimination against people
with chronic illness, whether the illness be physical
or psychological, because those people will be forced
to “suffer” longer than those who are terminally ill.
Non-voluntary euthanasia is now being justified by
appealing to the social duty of citizens and the ethical
pillar of beneficence. In the Netherlands, euthanasia
has moved from being a measure of last resort to being
one of early intervention. Belgium has followed suit?’,
and troubling evidence is emerging from Oregon spe-
cifically with respect to the protection of people with
depression and the objectivity of the process.

The United Nations has found that the euthanasia
law in the Netherlands is in violation of its Universal
Declaration of Human Rights because of the risk it
poses to the rights of safety and integrity for every
person’s life. The UN has also expressed concern that
the system may fail to detect and to prevent situations
in which people could be subjected to undue pressure
to access or to provide euthanasia and could circum-
vent the safeguards that are in place.

Autonomy and choice are important values in any
society, but they are not without limits. Our demo-
cratic societies have many laws that limit individual
autonomy and choice so as to protect the larger com-
munity. These include, among many others, limits on
excessive driving speeds and the obligation to contrib-
ute by way of personal and corporate income taxes.
Why then should different standards on autonomy
and choice apply in the case of euthanasia and pas?

Legislators in several countries and jurisdictions
have, in just the last year, voted against legalizing
euthanasia and pas in part because of the concerns and
evidence described in this paper. Those jurisdictions
include France, Scotland, England, South Australia,
and New Hampshire. They have opted to improve
palliative care services and to educate health profes-
sionals and the public.
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ABSTRACT

Objectives To estimate the rate of reporting of euthanasia
cases to the Federal Control and Evaluation Committee
and to compare the characteristics of reported and
unreported cases of euthanasia.

Design Cross sectional analysis.

Setting Flanders, Belgium.

Participants A stratified at random sample was drawn of
people who died between 1 June 2007 and 30 November
2007. The certifying physician of each death was sent a
questionnaire on end of life decision making in the death
concerned.

Main outcome measures The rate of euthanasia cases
reported to the Federal Control and Evaluation Committee;
physicians’ reasons for not reporting cases of euthanasia;
the relation between reporting and non-reporting and the
characteristics of the physician and patient; the time by
which life was shortened according to the physician; the
labelling of the end of life decision by the physician
involved; and differences in characteristics of due care
between reported and unreported euthanasia cases.

Results The survey response rate was 58.4% (3623/6202
eligible cases). The estimated total number of cases of
euthanasia in Flanders in 2007 was 1040 (95% CI 970 to
1109), thus the incidence of euthanasia was estimated as
1.9% of all deaths (95% Cl 1.6% to 2.3%). Approximately
half (549/1040 (52.8%, 95% Cl 43.9% to 60.5%)) of all
estimated cases of euthanasia were reported to the
Federal Control and Evaluation Committee. Physicians who
perceived their case as euthanasia reported it in 93.1%
(67/72) of cases. Cases of euthanasia were reported less
often when the time by which life was shortened was less
than one week compared with when the perceived life
shortening was greater (37.3% v 74.1%; P<0.001).
Unreported cases were generally dealt with less carefully
than reported cases: a written request for euthanasia was
more often absent (87.7% v 17.6% verbal request only;
P<0.001), other physicians and caregivers specialised in
palliative care were consulted less often (54.6% v 97.5%;
33.0% v 63.9%; P<0.001 for both), the life ending act was
more often performed with opioids or sedatives (92.1% v

4.4%; P<0.001), and the drugs were more often
administered by a nurse (41.3% v 0.0%; P<0.001).
Conclusions One out of two euthanasia cases is reported
to the Federal Control and Evaluation Committee. Most
non-reporting physicians do not perceive their act as
euthanasia. Countries debating legalisation of
euthanasia should simultaneously consider developing a
policy facilitating the due care and reporting obligations
of physicians.

INTRODUCTION

Medical end of life decisions including euthanasia, are
known to occur in several countries.'? Belgium is, along
with the Netherlands and Luxembourg, one of the few
places in the world where euthanasia is legal. Questions
concerning efficient societal control over euthanasia
and the prevention of abuse are at the forefront of the
debate over euthanasia.*® The secrecy in which eutha-
nasia takes place in countries where it is illegal prevents
the development of standards for careful practice and
makes societal control difficult.”® However, legalisation
of euthanasia usually involves defining a standard for
careful medical practice and a system for societal
control.”* Due care criteria were embedded in the law
when euthanasia was legalised in Belgium in 2002.7"
To make societal control over euthanasia possible, the
law also requires physicians who perform euthanasia to
report each case to the Federal Control and Evaluation
Committee (review committee). This review committee
determines whether or not the due care criteria of the
law were respected and sends the case to the judicial
authorities when irregularities are found.”**

Since legalisation of euthanasia in Belgium, the
review committee has published three biennial reports
covering all reported cases of euthanasia.'*'” Accord-
ing to these documents, physicians who reported cases
practised euthanasia carefully and in compliance with
the law, and no cases of abuse have been found. How-
ever, concerns exist that only cases of euthanasia
that are dealt with carefully are being reported.'®
Whether cases that are not reported to the official review
system are dealt with equally carefully is uncertain.
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In the Netherlands, surveys on end of life decisions
have been conducted using a representative sample of
death certificates to identify instances where a defini-
tion of euthanasia was met but the case was not
reported to the authorities. These studies have shown
that although reported and unreported cases of eutha-
nasia did not differ according to patient characteristics
and clinical conditions, physicians responsible for the
unreported cases were less likely to have consulted a
second physician or written a report on the
decision.”?* The reporting rate in the Netherlands
has gradually increased from 18% in 1990 to 80.2% in
2005, indicating a trend towards more societal control
over the practice.”’ Most euthanasia cases that are not
reported in the Netherlands are performed with
opioids or sedatives and are often not perceived as
euthanasia by the physicians themselves.*"*!

The rate at which physicians in Belgium report cases
of euthanasia is unknown, and differences between
reported and unreported cases have not been investi-
gated. In this large scale study of death certificates, we
estimate the rate of reporting of euthanasia cases in
Flanders, the Dutch speaking part of Belgium, to the
federal review committee. We investigate the relation
between reporting and non-reporting of euthanasia
and the characteristics of the physician and patient,
the time by which life was shortened as estimated by
the physician, and the labelling of the end of life deci-
sion by the physician involved. Finally, we study the
reasons for non-reporting, and compare due care char-
acteristics of reported and unreported cases.

METHODS

Study design

We performed a study of death certificates in Flanders,
Belgium, with the principal aim of estimating the inci-
dence of medical end of life decisions with a possible or
certain life shortening effect.”> All deaths in Flanders
must be reported to the proper government authorities
and death certificates issued. By studying death certifi-
cates we were able to use death as the unit of measure-
ment and reliably estimate the incidence and
characteristics of end of life decisions.”® A stratified at
random sample of persons deceased in Flanders was
drawn by the Flemish Agency for Care and Health,
the central administration authority that handles
death certificates. All deaths of Flemish residents aged
1 year or more that took place in Flanders between 1
June 2007 and 30 November 2007 were included.
Deaths of Flemish persons that occurred outside of
Flanders, deaths that occurred in Flanders of persons
who were temporarily in Flanders but did not reside
there on a permanent basis (mainly deaths by acci-
dent), and deaths of persons younger than 1 year
were excluded.

To increase the reliability of the estimate of the total
number of euthanasia cases, we oversampled cases
where an end of life decision was more likely. Deaths
were grouped into one of four strata according to the
underlying cause of death on the death certificate and
the corresponding probability of an end oflife decision

being made. Stratum one contained all deaths where
an end of life decision was certain (that is, euthanasia
indicated as the immediate cause of death); stratum two
contained all deaths from neoplasms (international
classification of diseases, 10th revision (ICD-10)
codes C and D00-D48) where medical assistance in
dying was probable; stratum three contained all deaths
from causes where medical assistance in dying was pos-
sible (ICD-10 codes E, F, G, ], K, and N); and stratum
four contained all deaths where medical assistance in
dying was improbable. All deaths in stratum one were
retained in the sample, whereas 50% of the deaths in
stratum two, 25% in stratum three, and 12.5% in stra-
tum four were included. This resulted in a sample of
6927 death certificates, which represents about 25% of
all deaths in the sampling period and about 12% of all
deaths in the whole of 2007. Data were weighted after-
wards to correct for the disproportionate stratification
of the underlying causes of death.**

Every physician who had reported a death was senta
five page questionnaire. If the physician who received
the questionnaire was not the main treating physician,
he or she was asked to pass the questionnaire on to the
treating physician. To guarantee total anonymity of
physicians and patients, a lawyer was used as inter-
mediary between responding physicians, researchers,
and the Flemish Agency for Care and Health. We used
the total design method to optimise the response rate.**
Anintensive follow-up mailing was conducted in cases
of non-response.

Deaths where physician response to the question-
naire was impossible were excluded—for example,
cases where the physician could not identify the patient
on the basis of the information in the letter or did not
have access to the patient file; cases where the certify-
ing physician was not the treating physician for the
patient in question; and cases where the identity of
the treating physician was unknown.

Positive recommendations for the anonymity proce-
dure and study protocol were obtained from the ethical
review board of the University Hospital of the Vrije
Universiteit Brussel, the ethics committee of the Uni-
versity Hospital of Ghent University, the Belgian
National Disciplinary Board of Physicians, and the Bel-
gian Federal Privacy Commission. The study design,
sampling, and mailing procedure are described in
detail elsewhere,” and the first results of this study
have previously been published.*’

Questionnaire

The questionnaire focused on the characteristics of the
end of life decision making that preceded the patient’s
death. Terms such as “euthanasia” were not used
because they are subject to ambiguous and multidi-
mensional definition. Instead, four key questions
were used to more validly determine the types of deci-
sion in end of life care. The questions assessed whether
the physician had taken any of the following measures:
withholding or withdrawing medical treatment taking
into account a possible life shortening effect; intensify-
ing the alleviation of pain or other symptoms with a
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possible life shortening effect; withholding or with-
drawing medical treatment with the explicit intention
of hastening the patient’s death; or administering, sup-
plying, or prescribing drugs with the explicit intention
of hastening the patient’s death. The act was classified
as euthanasia if the last of the four key questions was
answered affirmatively, the act was performed in
response to an explicit request of the patient, and the
physician or another person other than the patient him-
self or herself had administered the drug. This defini-
tion of euthanasia corresponds to the legal definitions
of euthanasia in Belgium,” the Netherlands,*® and
Luxembourg,®” and to the definition of euthanasia
used by the European Association for Palliative Care
in its official position statement on euthanasia.”® For
cases in which physicians responded affirmatively to
more than one of the four key questions, the act that
involved the most explicit intention with regard to the
hastening of the patient’s death was used to classify the
act. When classifying cases of euthanasia, the adminis-
tration of drugs prevailed over the withholding or with-
drawing of medical treatment for cases in which there
was no single most explicit intention.

The questionnaire also contained questions about the
decision making process, the type of drugs used, and the
life shortening effect of the act, as estimated by the phy-
sician. We also asked whether or not the physician had
reported the case to the review committee, and, if appro-
priate, their reasons for non-reporting. Physicians were
further asked to choose the term that they thought
best described their act: alleviation of symptoms;
non-treatment decision; palliative or terminal sedation;
or euthanasia.

Analysis
To estimate the reporting rate for euthanasia in Flan-
ders, two numbers are needed:

1) An estimate of the number of euthanasia cases
reported to the review committee (numerator)

2) An estimate of the total number of euthanasia
cases performed (denominator).

The survey of death certificates allowed us to esti-
mate the total number of euthanasia cases in Flanders
in 2007. To estimate the number of euthanasia cases
reported to the review committee, we used the ques-
tion that asked whether or not the physician had
reported the case to the review committee. The total
number of euthanasia cases reported to the review
committee in Belgium is actually known from the com-
mittee reports,'*'® but we chose not to use the official
data to calculate the reporting rate because they do not
allow us to distinguish with certainty the euthanasia
cases performed in Flanders from those performed in
Brussels or Wallonia, the other two parts of Belgium.
The classification “reported” or “unreported” was
made using the question whether or not the physician
had reported the case to the review committee.

The total number of euthanasia cases and the total
number of reported euthanasia cases were estimated
by weighting the sample for the disproportionate

stratification procedure and for non-response bias with
regard to age, sex, province, place, and cause of death,
making the numbers representative for all deaths in
Flanders in the study year. The weighting procedure
was done in three steps. In the first step, the data were
corrected for the disproportionate stratification proce-
dure by assigning to the cases a weight that was the
inverse of the sampling fraction of the stratum they
had been assigned to. We found proportionally less hos-
pital deaths and more cancer deaths in the sample than
in the population (P<0.000). To correct for this differ-
ence, in a second step the sample was weighted on the
basis of place of death and cause of death by dividing the
number of cases in the population by the sampled num-
ber for each combination of these characteristics.
Finally, we found significant differences between
responding physicians and non-responding physicians
in the age, province, and place of death of their patients.
We therefore calculated an additional weight by divid-
ing the sampled number of cases by the responding
number for every specific combination of these three
variables. The different weights resulting from the
three steps were combined into one overall weight.
After this procedure no significant differences were
found between the cases from responding physicians
and the population for sex, age, province, place, and
cause of death. The data are therefore representative
of the entire population. The weighting procedure was
done using binary logistic regression.

Differences in the distribution of characteristics
between reported and unreported cases of euthanasia
were tested by Fisher’s Exact test. P values that were
less than or equal to 0.05 were considered to indicate
statistical significance. Statistical calculations were per-
formed with SPSS software version 16.0. Reliable mul-
tivariate models could not be made because of
multicollinearity.

RESULTS

Reporting rate for euthanasia

The survey response rate was 58.4 (3623/6202 eligible
cases). There were 6927 deaths in the sample, of which
725 were excluded because response for these cases
was impossible. There were thus 6202 eligible deaths
in the sample. The number of cases of euthanasia in the
sample according to the death certificates was 137.
Extrapolation on the basis of these 137 cases gave an
estimated total number of cases of euthanasia in Flan-
dersin 2007 of 1040 (95% CI970 to 1109; table 1). The
incidence of euthanasia in Flanders in 2007 was thus
estimated as 1.9% of all deaths (95% CI 1.6% to
2.3%).% Approximately half (549/1040 (52.8%, 95%
CI 43.9% to 60.5%)) of euthanasia cases were reported
to the review committee (that is, an estimated yearly
number of 549, 95% CI 426 to 672).

Reasons for not reporting a case of euthanasia

The physicians who specified that they had not reported
a case that the study defined as euthanasia (n=64 cases)
were asked about the reasons for non-reporting. For
76.7% of these cases, physicians answered that they
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Table 1|Reporting rates for euthanasia in Flanders, Belgium, in 2007

Number of
cases Rate

Estimated number of cases of euthanasia 137 —
Estimated number of reported cases of euthanasia 549 —
Esti"r;.ated weighféd total number of cases of euthanasia* 1040 1.9% (1.6% to 2.3%)t
Overall reporting rate for euthanasiat 52.8% (43.9% t0 60.5%)t
Reporting rates for euthanasia according to drug uset§
" Recommended drugs] 70 92.9% (84.3% to 96.5%)

Non-rgcommended d_rugs** 61 4.8% (1.1%10 16.9%)

*The estimated total rate of euthanasia was calculated by weighting for stratification and for patient and
mortality characteristics of all deaths in 2007.2° The original number of euthanasia cases in the sample was
137. One case was missing data on the variable “reporting of end of life decision.”

tPercent of all deaths in Flanders, Belgium, 2007.2°

fWeighted percentage.

§Five “missings” on the variable “drugs used for euthanasia.”
fIBarbiturates, neuromuscular relaxants, or both.
**Qpioids, benzodiazepines, or other drugs other than barbiturates or neuromuscular relaxants.
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did not perceive their act as euthanasia, whereas for
17.9% they gave the reason that reporting is too much
of an administrative burden, 11.9% that the legal due
care requirements had possibly not all been met, and
9% that euthanasia is a private matter between physician
and patient (8.7%). A small proportion (2.3%) did not
report the case because of possible legal consequences
(multiple answers were possible, not in tables).

Reporting of euthanasia according to characteristics of
physician and patient, time by which life was shortened,
and labelling of the end of life decision
General practitioners and specialists were equally
likely to report their cases of euthanasia to the review
committee (43/80 (53.8%) v 29/56 (51.8%); table 2).
We found no relation between reporting of euthana-
sia and the patient’s sex, educational attainment, living
situation, or place of death (table 2). However, in a
bivariate analysis there was a significant relation
between reporting of euthanasia and the patient’s
age, with deaths of patients aged 80 years or older
reported significantly less often than deaths of younger
patients (6/28 (21.4%) » 67/109 (61.5%); P=0.001).
Cases were also reported less often when the time by
which life was shortened was less than one week com-
pared with when the life shortening effect was greater
(27/73 (37.0%) v 42/57 (73.7%); P<0.001). These
bivariate relations did not hold after controlling for
labelling of the end of life decision (data not shown).
We asked all physicians who performed an act of
euthanasia as defined in our study to choose the term
that they thought best described the act. In 53.2%
(72/136 (one case missing data on this variable)) of all
cases, physicians chose the term “euthanasia.” In the
remaining cases the physicians chose a different label.
The reporting rate for cases that were labelled “eutha-
nasia” by the physician was 93.1%, whereas the report-
ing rate for cases labelled with a term other than
euthanasia was much lower (7.8% overall). A large
majority of the unreported cases (92.2%) involved acts
of euthanasia as defined in our study but were not per-
ceived or labelled as “euthanasia” by the physician (data
not shown).

Differences between reported and unreported cases
A verbal as well as a written request for euthanasia was
present in 73.1% of all reported cases, whereas a legally
required written request was absent in the majority of
unreported cases (87.7% verbal request only; P<0.001;
table 3). In reported cases, the decision to perform
euthanasia was always discussed with others, which
was not always the case in unreported cases (100% v
85.2%; P=0.001). Other physicians and care givers spe-
cialised in palliative care were consulted more often in
reported cases than in unreported cases (97.5% v 54.6%;
P<0.001 and 63.9% v33.0%; P<0.001, respectively). No
differences were found between reported and unre-
ported cases for discussion of the decision to end the
patient’s life with nursing staff, relatives, or other per-
sons (P=0.864, P=0.841, and P=0.068, respectively).
Reported cases of euthanasia were almost always
performed with barbiturates, neuromuscular relax-
ants, or both (95.6%), whereas the majority of unre-
ported cases (90.5%) were performed with other
drugs, mainly opioids, sedatives, or both (P<0.001).
However, in about half (52.7%) of the unreported
cases in which opioids were used with the explicit
goal of hastening death, physicians indicated that
they did not administer a higher dose than necessary
for pain and symptom alleviation. In reported cases of
euthanasia, the drugs were almost always administered
by a physician (97.7% of cases); in unreported cases,
the drugs were often administered by a nurse alone
(41.3%; P<0.001). When drugs were administered by
a nurse alone, the agents used were always opioids or
sedatives (not in tables).

DISCUSSION

The reporting rate for euthanasia in Flanders in 2007 is
estimated to be 52.8%. This means that only one out of
two cases of actual euthanasia is reported to and
reviewed by the Federal Control and Evaluation Com-
mittee, and one in two is not. The most important rea-
son given by physicians for not reporting a case to the
review committee was that the physician did not per-
ceive the act to be euthanasia (76.7%). A large majority
of the unreported cases (92.2%) were in fact acts of
euthanasia as defined in our study but were not per-
ceived or labelled as “euthanasia” by the physician
involved. Unreported cases of euthanasia were gener-
ally dealt with less carefully than reported cases: a writ-
ten request for euthanasia was absent more often; other
physicians and care givers specialised in palliative care
were consulted less often; the life ending act was more
often performed with opioids, sedatives, or both; and
the life ending drugs were more often administered by
anurse instead of a physician.

Strengths and limitations of study

This study is the first in Belgium to estimate the rate at
which euthanasia is reported to the federal authorities
and to study the differences between reported and
unreported cases. We followed the same robust study
design as in our previous studies*”’: we drew a large
representative sample of death certificates; used
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Table 2|Reporting of euthanasia according to characteristics of physician and patient, time
by which life was shortened, and labelling of the end of life decision*

Cases reported to review committee

All cases n=72)
(n=137; Weighted Weighted percentage of cases
weighted n)t n (95% CI) Pvaluet

Physician characteristic

Type of physician
General practitioner 80 43 53.8 (41.5t0 65.4) 0.863
Specialist 56 29 518(343t069.1)

Patient characteristic ‘

Sex
Male 83 43 51.8 (38.3t0 64.9) 0.727
Female 54 30 55.6 (39.3t0 70.0)

Age
18-49 12 8 66.7 (31.7 t0 90.0) 0.001§
50-64 37 23 62.2 (42.2t077.8)

65-79 60 36 60.0 (45.3t072.8)
280 8 6 21.4(9.11040.4)
Educational attainment -
Primary school 20 7 35.0 (13.1to 64.4) 0.309
Lower secondary school 40 24 60.0 (41.2t075.8)
Higher secondary school or higher 37 21 58.8 (37.5t0 75.0)
Unknown 41 21 51.2 (35.1t067.9)

Living situation

7 7Aloine7 - 24 7 15 62.5 (40.6 t0 80.5) o 0432 ‘
In private household 98 50 51.0 (39.1t0 63.0)

In institution 10 4 40.0 (9.9 t0 83.3)

Place of death
Home 66 37 56.1 (43.3t0 68.3) 0.874
Hospital 59 30 50.8 (34.1t067.6)

Care home 2 40.0 (13.3t077.8)
Other 6 3 50.0 (7.6 t0 91.4)

Biagnosis )
Malignant disease 1‘1‘1 58 52.3 (42.3t061.9) 000}§7
Cardiovascular disease 5 0 0.0 (0.0 to 0.0)

Disease of the nervous system 7 6 85.7 (34.31098.1)
Disease of the respiratory system 6 2 33.3 (4.5t0 85.9)
Other disease 5 5 100.0 (100 to 100)

Shortening of life

24 hours 13 2 15.4 (4.8 t0 40.1) <0.001§

I?itiiays - 60 25 41.7 (276 t0 57.5)

lAw;;kS B 35 21 ) 60.0 (35.1 t0 80.5)

1-6 months 16 16 100.0 (100 to 100)

»6 months 6 5 83.3 (44.0t098.8)

Labelling of the end of life decision

Euthanasia 72 67 93.1 (85.1 t0 96.6) <0.001§

Palliative or terminal sedation 48 2 6.3 (1.510 21.6)

Non-treatment decision 8 2 25.0 (1.8 t0 78.6)

Alleviation of symptoms 8 0 0.0 (0.0to 30.1)

*Percentages are row percentages. All percentages and total numbers are adjusted for stratification, and to
patient/mortality characteristics of all deaths in 2007, which makes the percentages representative for all
deaths in Flanders in 2007. Total numbers may not always amount to 137 because of rounding or missing
values on variables. Percentages may not always amount to 100 because of rounding.

tOne case was missing data on the variable “reporting of end of life decision.”

1P value for reported cases versus cases not reported.

§P¢0.05 using Fisher's Exact (Monte Carlo).
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identical key questions; and applied the same mailing
procedure to guarantee total anonymity for patients
and physicians.

This study also has some limitations. The response
rate was only 58%, so the possibility that the results

could have been different had the response rate been
higher cannot be excluded. We therefore urge caution
in interpreting the results. Furthermore, the study is
based on self reporting by physicians. It is possible
that they did not remember all aspects of a case well,
and we cannot exclude a social desirability bias, espe-
cially for the question of whether or not the physician
had reported the case to the review committee. Unfor-
tunately, because death certificate data for 2007 are not
yet available for Wallonia, the French speaking part of
Belgium, we could not estimate a reporting rate for the
whole country. Our findings cannot be extrapolated to
the French speaking part of Belgium, in particular
because research has shown that end of life practices
differ in the French speaking and the Flemish speaking
regions and because there may be a difference in will-
ingness to report cases of euthanasia owing to cultural
differences.?' ** A non-response bias cannot be comple-
tely excluded, although our non-response survey did
not point to that possibility.

Study interpretation

Five years after the enactment of the euthanasia law in
2002, half of all euthanasia cases in Flanders were
reported to the review committee. A similar reporting
procedure exists in the Netherlands, where the current
reporting rate is estimated at 80.2%.%" However, the
Netherlands had already experienced two decades of
relatively open euthanasia practice before euthanasia
was officially legalised in 2002, and a reporting proce-
dure has been in place since the early 1990s."*** Com-
pared to the Netherlands, bringing life ending acts into
the open is a relatively new experience for physicians
in Flanders (and in Belgium as a whole) because phy-
sicians have only been required to report cases since
the enactment of the euthanasia law.'?** This may, at
least in part, explain the lower reporting rate in Flan-
ders compared with in the Netherlands. Another pos-
sible explanation could be that a higher number of
unclear cases of euthanasia—in which opioids, seda-
tives, or both are used to hasten death instead of neu-
romuscular relaxants—occur in Flanders than in the
Netherlands and that there are more cases in which
the estimated term of life shortening is small.*' These
less clear cut cases of euthanasia are often not per-
ceived as euthanasia by the physicians and are conse-
quently not being reported.

The considerable distance between the legal defini-
tion of euthanasia and the perception of the physician
of whether an act was euthanasia could be explained by
three possible coinciding hypotheses.

A first hypothesis suggests that when a patient
requests that their life be ended and the physician in
response disproportionally increases the opioid or
sedative dose instead of administering neuromuscular
relaxants, the distinction between euthanasia and nor-
mal compassionate intensification of symptom treat-
ment is blurred. The confusion that may arise might
mean that physicians do not perceive the life ending
decision as euthanasia.®” This would also explain why
drugs are in these cases often administered by a nurse
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Table 3|Characteristics of due care for reported and unreported cases of euthanasia*

Cases reported to review committee

All cases (n=137)t (n=72) Unreported cases (n=64)

Weighted percentage of Weighted percentage of Weighted percentage
Weighted n cases (95% Cl) Weighted n cases (95% Cl) Weighted n of cases (95% Cl) P value

Type of request for euthanasia

Verbal request only 68 50.0 (40.1 to 60.5) 13 17.6 (9.1t0 31.5) 55 87.7 (76.6 t0 93.9) <0.0011

Written request only 9 6.6 (2.3 t0 18.0) 7 9.3 (2.4t029.9) 2 3.7 (0.9 to 14.5)

Verbal and written request 58 43,3 (33.5t053.1) 53 73.1 (56.8 to 84.9) 5 8.6 (3.9t0 18.0)

Decision discussed with others}

Total 126 93.3 (80.2t097.8) 72 100 (100 to 100) 54 85.2 (63.0t0 95.1) 0.001t
Other physician 106 77.0 (66.2 10 85.7) 71 ©97.5(88.10 99.5) 35 54.6(38.71069.6)  <0.001f
Caregiverspecialisedin palliative care 67 49.1 (39.2t0 59.6) 46 63.9 (49.6t0 76.2) 21 33.0(21.3t047.2) <0,0011
Nursing staff 72 53.5 (42.8 10 63.3) 39 54,3 (40.5 t0 67.5) 33 51.9 (36.6 t0 66.9) 0.864
Relative 106 77.5 (66.0 to 85.8) 57 78.4 (63.6>t0 88.4) 49 76.2(57.4t0 88.4) 0.841
Other persons 8 5.9 (2.9t011.9) 7 9.1(4.2t018.7) 1 2.3(0.3t015.0) 0.068

Drug used for euthanasia .

Neuromusculaf relaxgnt§ 15 11.2 (6.5t0 18.9) 15 22.1(12.8t035.0) 0 — <0.0011

Barbituratef] 21 15.7(10.5t023.2) 18 265 (16.610 38.5) 3 4.8 (1.81013.0)

Neuromuscular relaxant and 34 26.6 (17.7 t0 36.8) 32 47.1 (34.0t0 61.9) 2 3.2(1.0t0 10.3)

barbiturate**

Opioidstt 60 455 (35.51t056.4) 44(1.0t015.4) 57 90.5 (80.2t0 94.8)

Other drug 1 1.0(0.2t0 4.1) 0 — 1 1.6 (0.5t0 8.3)

Person who administered the drug o

Physician 96 72.2 (60.8 t0 81.0) 69 97.9 (86.5t099.7) 27 43.0(29.0t0 58.3) <0.0011

Nurse 26 19.3 (11.7 t0 30.4) 0 —_ 26 41,3 (26.3t057.5)

Physician and nurse 9 7.4 (3.2t016.2) 1 2.1(0.3t013.5) 8 ‘13.4 (5.3t029.7)

Physician and other person 1.2(0.3t04.8) 0 — 2 2.6 (0.6 10 10.0)

*All percentages are adjusted for stratification and for patient and mortality characteristics of all deaths in 2007, which makes the percentages representative for all deaths in Flanders in

2007.

1P<0.05, using Fisher's Exact (Monte Carlo).
$One case was missing data on the variable ‘reporting of end of life decision.” Total numbers may not always amount to 137 because of rounding or missing values on variables.
Percentages may not always amount to 100 because of rounding.
§ Neuromuscular relaxant alone or in conjunction with benzodiazepine, opioids, or other drug other than barbiturate.
fBarbiturate alone or in conjunction with benzodiazepine, opioids, or other drug other than muscle relaxant.

**Neuromuscular relaxant and barbiturate, alone or in conjunction with benzodiazepine, opioids, or other drug.
ttOpioids alone or in conjunction with benzodiazepine or other drug other than barbiturate or neuromuscular relaxant.
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and not according to the requirements of the euthana-
sia law. This hypothesis is supported by findings from
another study that has shown that some physicians see
a “grey area,” or continuum, between palliation and
euthanasia and find that the distinctions between the
two are not always clear cut.*” The fact that some of
the physicians in our study indicated that their use of
opioids, sedatives, or both had the explicit intention of
hastening death, yet at the same time indicated they
had not used a higher dose than necessary to alleviate
pain and other symptoms, may be an indication of the
confusion that can arise in these situations. Although
the physicians in our study had the intention of hasten-
ing death and believed that death was the result of
using these drugs, it is possible that some may have
overestimated the actual life shortening effect of the
drugs they administered.

A second proposed hypothesis is one of reducing
cognitive dissonance. Some physicians may on the
one hand feel reluctant to perform euthanasia or follow
the requirements of the euthanasia law, while on the
other hand want to help the patient who requests eutha-
nasia. To reduce this cognitive dissonance, they may

choose to use opioids or sedatives because these drugs
are not normally associated with euthanasia. Research
has also shown that this kind of life ending practice
might be more psychologically acceptable to physi-
cians than euthanasia by bolus injection.’® By disguis-
ing the end of life decision as normal medical practice,
whether deliberately or not, physicians might feel they
have granted their patient’s wish without in their eyes
having performed real euthanasia and without having
to comply with the euthanasia law.

Opioids and sedatives are used to perform euthana-
siamore often in patients older than 80 than in younger
patients, which may indicate that physicians are per-
haps more reluctant to perform euthanasia in elderly
patients. Research from the Netherlands has shown
that requests for euthanasia from older patients are
often refused.?” There are strong positive associations
with refusing a request where the patient is not fully
competentand where there is alesser degree of unbear-
able and hopeless suffering.*” It is possible that physi-
cians find that older patients’ requests or suffering are
not explicit enough to merit what is in their eyes real
euthanasia by bolus injection.
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WHAT IS ALREADY KNOWN ON THIS TOPIC

Medical end of life decisions, including euthanasia, are known to occur in several countries;
Belgium legalised euthanasia in 2002

To provide societal control over the practice of euthanasia, physicians in Belgium are
required by law to report each case to the Federal Control and Evaluation Committee

The rate at which physicians in Belgium report cases of euthanasia is unknown, and possible
differences between reported and unreported cases have not been investigated

WHAT THIS STUDY ADDS

The reporting rate for euthanasia in Flanders, the Dutch speaking part of Belgium, in 2007 is
estimated at 52.8%

Most physicians who did not report cases of euthanasia did not perceive their act as
euthanasia

Unreported cases of euthanasia were generally dealt with less carefully than reported cases

A third hypothesis has to do with perceived time pres-
sure. Our results indicate that unreported cases
involved a shorter period by which life was shortened.
It is plausible that, in cases in which the patient is
obviously in a lot of pain and then requests euthanasia,
the physician may feel under pressure to help the patient
as soon as possible. He or she could then begin the pro-
cess of euthanasia, but this process can be experienced
as too time consuming or burdensome. The physician
may in these circumstances prefer to use opioids or
sedatives because these drugs are more readily available
and there is less control over their distribution than with
neuromuscular relaxants. By disguising euthanasia as
pain alleviation, physicians can proceed with the eutha-
nasia process without having to comply with the strin-
gent, and in their perception time consuming,
procedures of the euthanasia law.

We found a strong relation between a priori consul-
tation of other physicians and the reporting of eutha-
nasia. Consultation occurred in almost all reported
cases, whereas it occurred in only half of all unreported
cases. This association was also found in the
Netherlands,”*’ where the most important reason for
not consulting was that the physician did not intend to
report the case. Physicians who intend to report a case
seem to consult another physician and comply with the
other requirements of the law, whereas physicians who
do not intend to report a case appear to consult a phy-
sician only when they feel the need for the opinion of a
colleague.” In the Netherlands, the availability of a
service of expert consultants has had a positive influ-
ence on the reporting rate of euthanasia.*® A similar
service was developed in Flanders,*** and it is likely
that such services, in increasing physicians’ knowledge
of euthanasia, may help increase the reporting rate.

Conclusions and policy implications

The quality of medical practice at the end of life needs
monitoring in any kind of society, and certainly in coun-
tries that have legalised euthanasia. To provide better
societal control over euthanasia and safeguard the qual-
ity of the practice, it is necessary that all cases of eutha-
nasia are reported. The transparency in reporting that

BMJ | ONLINE FIRST | bmj.com

was envisaged by the architects of the euthanasia law in
Belgium extends especially to those cases in which the
time by which life is shortened is greater than one week
and to those cases in which it is more certain that life is
shortened by the drugs administered. However, this
study estimated that in 2007 only half of all cases of
euthanasia in Flanders and around three in four where
life was shortened by more than one week were
reported to the review committee.

As such legalisation alone does not seem sufficient to
reach the goal of transparency (“total” or a 100% trans-
parency seems to be a rather utopian ideal) and to guar-
antee the careful practice of euthanasia. It seems
warranted that a policy be developed to facilitate phy-
sicians in complying correctly with a request for eutha-
nasia, including their obligation to report. Educationin
medical schools and adequate support for treating phy-
sicians who are confronted with an explicit request for
euthanasia will be pivotal in reaching that goal.

The possibility of societal control over the euthanasia
practice is an important prerequisite for effective eutha-
nasia legislation. By estimating the reporting rate for
euthanasia in a country that has legalised the practice
and by investigating reasons for non-reporting, our
study offers valuable data driven information that can
inform the debates about the legalisation of euthanasia
that are currently going on in the United Kingdom and
in many other countries.
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ABSTRACT

Background: Legalization of euthanasia and physician-
assisted suicide has been heavily debated in many coun-
tries. To help inform this debate, we describe the practices
of euthanasia and assisted suicide, and the use of life-
ending drugs without an explicit request from the patient,
in Flanders, Belgium, where euthanasia is legal.

Methods: We mailed a questionnaire regarding the use of
life-ending drugs with or without explicit patient request
to physicians who certified a representative sample (n =
6927) of death certificates of patients who died in Flanders
between June and November 2007.

Results: The response rate was 58.4%. Overall, 208 deaths
involving the use of life-ending drugs were reported: 142
(weighted prevalence 2.0%) were with an explicit patient
request (euthanasia or assisted suicide) and 66 (weighted
prevalence 1.8%) were without an explicit request. Eutha-
nasia and assisted suicide mostly involved patients less
than 80 years of age, those with cancer and those dying at
home. Use of life-ending drugs without an explicit request
mostly involved patients 80 years of older, those with a
disease other than cancer and those in hospital. Of the
deaths without an explicit request, the decision was not
discussed with the patient in 77.9% of cases. Compared
with assisted deaths with the patient’s explicit request,
those without an explicit request were more likely to have
a shorter length of treatment of the terminal iliness, to
have cure as a goal of treatment in the last week, to have
a shorter estimated time by which life was shortened and
to involve the administration of opioids.

Interpretation: Physician-assisted deaths with an explicit
patient request (euthanasia and assisted suicide) and with-
out an explicit request occurred in different patient
groups and under different circumstances. Cases without
an explicit request often involved patients whose diseases
had unpredictable end-of-life trajectories. Although opi-
oids were used in most of these cases, misconceptions
seem to persist about their actual life-shortening effects.

debated issues in medical practice. In recent years,

l z uthanasia and physician-assisted suicide are heavily
three European countries (Belgium and the Nether-

lands in 2002, and Luxemburg in 2009) and two US states
(Oregon in 1997 and Washington State in 2009) decriminal-
ized euthanasia and physician-assisted suicide under formal
conditions."* Canada is among a number of countries where
the debate over legalization has flared up, with a proposed
bill reaching Parliament and a pro-euthanasia proposal by
the Quebec College of Physicians.®

Understandably, the issue of euthanasia triggers much
emotion and can be fraught with speculative arguments.
Opponents of euthanasia often argue that legalizing the proce-
dure will lead to a rise in the use of life-ending drugs without
a patient’s explicit request, especially in vulnerable patient
groups.” Thus far, however, no indications of this have been
found in studies of physician-assisted deaths before and after
legalization in Belgium and the Netherlands.*'"'"> In Belgium,
the percentage of deaths in which life-ending drugs were used
remained stable, and the proportion without an explicit
request from the patient decreased."” Other studies have
shown that euthanasia, physician-assisted suicide and the use
of life-ending drugs without explicit patient request are not
confined to countries where physician-assisted death is
legal.”>-'¢

In addition to knowing the overall occurrence of physi-
cian-assisted death, it is equally important for an adequately
informed, empirically based debate to know its performance
in vulnerable patient groups and the care put into the decision
and performance. In light of legalization and its alleged
effects on the use of life-ending drugs without patient request,
it is also important to map similarities and differences be-
tween euthanasia and the use of life-ending drugs without
explicit patient request. In this article, we report our investiga-
tion of demographic and clinical characteristics associated
with physician-assisted deaths in Flanders, Belgium; the
involvement of the patient, relatives and other caregivers in
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the decision-making process; reasons for the decisions;
aspects of the treatment trajectory; and details of the perfor-
mance in terms of drug use and the people administering the
life-ending drugs.

Methods

Study design

In 2007 we conducted a large-scale study of death certificates
in Flanders, the Dutch-speaking part of Belgium that has
about six million inhabitants and 55 000 deaths per year. We
obtained a stratified sample of all death certificates from June
to November 2007 of Belgian residents aged one year or
older from the Flemish Agency for Care and Health. We
assigned the certificates to one of four strata according to
cause of death and the corresponding estimated likelihood of
an end-of-life decision. Sampling fractions for strata in-
creased proportionally with this likelihood. The resulting
sample comprised 6927 death certificates, which represented
25% of deaths during the study period and about 12% of all
deaths in Flanders in 2007. Details of the methodology for
this review have been described elsewhere."”

A five-page questionnaire and covering letter explaining
the study were sent to the attending physician in each case. A
response was regarded as implicit consent to participate. If the
physician did not respond after three reminders, a one-page
questionnaire was sent enquiring about the reasons for nonre-
sponse. Total anonymity for participating physicians and
deceased patients was guaranteed through a rigorous mailing
procedure involving a lawyer as intermediary between physi-
cians and researchers. Information from the death certificates
(patient sex, age, place of death and cause of death) was made
available only after it had been coded, to preclude any identi-
fication of patient or physician. For the anonymity procedure,
we received approval from the ethical review boards of the
organizing universities, and recommendations from the Bel-
gian Medical Disciplinary Board and the Belgian Federal Pri-
vacy Commission.

Questionnaire
We modelled the questionnaire after ones used and exten-
sively validated in previous studies in Belgium and other
European countries.'™ For the present study, the question-
naire was validated through testing by a panel of physicians.
Physicians were asked about end-of-life decisions, defined
as “medical decisions at the end of patients’ lives with a pos-
sible or certain life-shortening effect.”” We identified cases as
physician-assisted deaths if the physician gave an affirmative
answer to the following question: “Was the death the conse-
quence of the use of drugs prescribed, supplied or adminis-
tered by you or another physician with the explicit intention
of hastening the end of life or of enabling the patient to end
his or her own life?” Additional questions dealt with the life-
ending drugs used and who administered the drugs. Other
sections of the questionnaire asked about the involvement of
the patient, family and other caregivers in the decision-
making process, the reasons for the decision, how long the
patient had received treatment for the illness leading to death,

the main goal of treatment in the last week before death and
the estimated time by which the patient’s life was shortened.

For the deaths with an explicit request from the patient, we
classified them as euthanasia if someone other than the
patient had administered the drugs and as physician-assisted
suicide when the patient had administered the drugs.

Statistical analysis

We weighted the reported percentages to correct for the dis-
proportionate stratification of deaths and to correct for differ-
ences between the response sample and all deaths in Flanders
in 2007 relating to sex, age, province of death, place of death
and cause of death (differences were found relating only to
place of death). We conducted statistical analyses with SPSS
17.0 software, using the complex samples procedure to
account for the stratified sample design and associated stan-
dard errors. We used the Fisher exact test to compare differ-
ences in distributions between physician-assisted death with
explicit patient request (euthanasia or assisted suicide) and the
use of life-ending drugs without explicit patient request; sta-
tistical significance was set at a p value of less than 0.05.

Results

We received questionnaires for 3623 of the 6927 deaths. For
725 of the remaining 3304 deaths, a response was not possi-
ble because the physician no longer had access to the pa-
tient’s medical file because of a change of workplace, or the
physician could not retrieve the identity of the patient. We
removed these cases from the sample. The final response rate,
therefore, was 58.4% (3623 of 6202 valid cases).

We identified 208 physician-assisted deaths: 142 (weight-
ed prevalence 2.0%) with an explicit request from the patient
(137 euthanasia, 5 assisted suicide) and 66 (weighted preva-
lence 1.8%) without an explicit request (Table 1). Euthanasia
and assisted suicide predominantly involved patients less than
80 years old (79.6%), those with cancer (80.2%) and those
dying at home (50.3%). Of the cases without an explicit
request from the patient, most involved patients who were 80
years of age or older (52.7%), those without cancer (67.5%)
and those who died in hospital (67.1%). The distribution of
patient characteristics for life-ending acts without explicit
request was similar to that for all other deaths in Flanders,
except that it was performed more often in hospital and by
clinical specialists.

The decision to end life was discussed with the patient in
22.1% of the cases without an explicit patient request
(Table 2). In cases where the decision had not been discussed
with the patient, the physician specified as reason(s) that the
patient was comatose (70.1% of cases) or had dementia
(21.1%); in 40.4% of cases, the physician indicated that the
patient had previously expressed a wish for ending life (not
equivalent to an explicit request for euthanasia). Physicians
specified that the decision had not been discussed with the
patient because the decision was in the patient’s best interest
(17.0%) or because discussion would have been harmful
(8.2%). Compared with euthanasia or assisted suicide, the use
of life-ending drugs without an explicit patient request was
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discussed less often with other caregivers, but as often with
the patient’s family. Pain and the patient’s wish for ending
life were more often reasons for carrying out euthanasia or
assisted suicide, whereas family burden and the consideration
that life was not to be needlessly prolonged were more often
reasons for using life-ending drugs without explicit patient
request.

Assisted deaths with and without an explicit request from
the patient differed significantly with regard to length of treat-
ment of the terminal illness, the primary goal of treatment
during the last week and the estimated time by which life was
shortened (Table 3). In most cases in which euthanasia or
physician-assisted suicide was performed, the patients had
been treated for their terminal illness for more than 6 months
(80.3%), the goal of treatment in the last week was patient
comfort (94.3%), and life was shortened by 1 week or more
(44.5%). In contrast, the cases without an explicit request
were more likely to have a shorter length of treatment of the
terminal illness (< 1 month in 46.1% of cases), to have cure
as a goal of treatment in the last week (14.6% v. 1.2% of
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cases with an explicit request) and to have a shorter estimated
time by which life was shortened (< 24 hours in 47.9% of
cases) (Table 3).

Compared with drugs used in euthanasia and assisted sui-
cide, opioids were used far more often in the ending of life
without an explicit patient request, especially when used as
the sole drug (Table 4). In these cases, the dosage was
strongly increased in the last 24 hours in 45.8%, and the
physician indicated it to be higher than needed to alleviate the
patient’s symptoms in 46.8% (data not shown). Nurses were
more often involved in the administration of the drugs when
there was no explicit request from the patient than in cases of
euthanasia or assisted suicide.

Interpretation

We found that, five years after the euthanasia law was enacted
in Belgium, euthanasia and assisted suicide occurred in 2.0%
of all deaths in Flanders during the study period. They pre-
dominantly involved patients less than 80 years old, patients

Table 1: Characteristics of physician-assisted deaths and all other deaths in Flanders, Belgium, from June to

November 2007

Physician-assisted deaths; weighted %*

With patient’s Without patient’s All other
explicit requestt explicit request deaths, %*
Characteristic n=142 n =66 p valuet n=3415
% of all deaths (weighted?) ' 2.0 1.8 ' -
Sex, male 61.3 46.2 0.09 49.6
Age, yr < 0.001
1-64 37.0 8.2 17.0
65-79 42.6 39.1 324
>80 20.4 52.7 : 50.6
Cause of death < 0.001
Cardiovascular disease 3.8 37.5 - 343
Malignant disease 80.2 324 26.6
Respiratory disease - - 4.7 10.8 12.2
Disease of the nervous system 7:2 3.6 , » 35
Other disease : . 4.0 156 234
Place of death < 0.001
At home 50.3 18.7 231
Hospital 41.9 67.1 49.6
Care home 3.4 12.5 23.1
Other 4.3 1.6 4.1
Type of physician 0.001
General practitioner 60.1 32.3 434
Clinical specialist - 39.7 66.5 ; 50.2
Other , . 0.2 12 : 6.4

e

*Percentages are weighted to correct for the disproportionate stratification of deaths and for differences in the distribution of patient
characteristics (sex, age, province in which death occurred, place of death and cause of death) between study sample and all deaths.
Percentages may not total 100 because of rounding. The discrepancy between the number of deaths and the weighted percentage is due to

the oversampling of euthanasia cases in the sampling method.
tEuthanasia and assisted suicide.

$Calculated using Fisher exact test, for comparison between physician-assisted death with and without explicit request from the patient.
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with cancer and patients dying at home; the drugs used most 80 years or older and occurred in hospital. In the majority of
often were barbiturates and muscle relaxants, alone or in com- cases, the patient was not involved in the decision, primarily
bination; and the severity of pain or other symptoms, the lack because of coma or dementia; however, relatives and other
of prospects of improvement and the patient’s wishes were the caregivers were often consulted. Considerations involving the
most common reasons for performing these acts. relatives and needless prolongation of life were reasons indi-
The use of life-ending drugs without an explicit request cated by physicians for reaching the decision. Compared with |
from the patient occurred in 1.8% of the deaths in Flanders euthanasia and assisted suicide, cases of assisted death with-
during the study period. Most of these cases involved patients out an explicit request from the patient had a shorter length of

Table 2: Decision-making process af the end of life in physician-assisted dea{hs

Physician-assisted deaths; weighted %*

With patient’s Without patient’s

explicit requestt explicit request
Process n=142 n = 66% p value§
Decision discussed with patient » 100.0 221 < 0.001
Decision not discussed with patient ' = 77.9
Reason for not discussing decision with patient**
Patient was comatose 70.1
Patient had dementia 21.1
Decision was clearly in patient’s best interest 17.0
Discussion would have been harmful to patient 8.2
Other ! 101
Decision not discussed, but patient had previously 404
expressed a wish for ending life .
Decision not discussed, but patient had a written 4.0
advance directivett : '
Decision discussed with family . 77.4 79.4 0.84
Decision discussed with other caregivers 89.1 : 71.0 0.010
Physician(s) . i 58.4 0.026
Nurse(s) 54.1 40.2 0.13
Caregiver(s) specialized in palliative care 50.0 14.8 < 0.001
Decision discussed with no one 0.0 6.5 0.05
Reason for decision**
Patient had severe pain 59.9 33.2 0.001
Patient had severe symptoms other than pain 72.6 571.5 0.05
Wish of the patient 93.1 6.3 < 0.001
Wish of the family _ 25.6 50.1 0.005
Expectation of further suffering of paﬁent 53.8 529 1.00
No prospect of improvement : 84.4 81.9 0.66
Life not to be prolonged needlessly : 39.9 62.9 0.007
Expectation of low quality of life 56.3 54.3 0.86
Unbearable situation for the family , 17.0 38.2 0.007
Loss of dignity 51.1 435 0.40
Other 0.0 6.2 0.05

*Percentages are weighted to correct for the disproportionate stratification of deaths and for differences in the distribution of patient
characteristics (sex, age, province in which death occurred, place of death and cause of death) between study sample and all deaths.
Percentages may not total 100 because of rounding.

tEuthanasia and assisted suicide.

+One case is missing for “decision discussed with patient” and for “reason for decision”; 11 cases are missing for “reason for not discussing
decision with patient.”

§Calculated where applicable using Fisher exact test, for comparison between physician-assisted death with and without explicit request from
the patient.

**Multiple answers were possible. Reasons given were selected from prestructured answers.

ttAdvance directive for end-of-life care, not for euthanasia.
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treatment of the terminal illness, were more likely to have
cure as a goal of treatment in the last week, had a shorter esti-
mated time by which life was shortened and more often
involved the administration of opioids alone.

Our finding that euthanasia and assisted suicide were typi-
cally performed in younger patients, patients with cancer and
patients dying at home is consistent with findings from other
studies."""™?" Our finding that the use of life-ending drugs
without explicit patient request occurred predominantly in
hospital and among patients 80 years or older who were
mostly in a coma or had dementia fits the description of “vul-
nerable” patient groups at risk of life-ending without re-
quest.”” Attention should therefore be paid to protecting
these patient groups from such practices. However, when
compared with all deaths in Flanders, elderly patients and
patients dying of diseases of the nervous system (including
dementia) were not proportionally at greater risk of this prac-
tice than other patient groups. In the Netherlands in 2005, use
of life-ending drugs without explicit request was most often
performed by clinical specialists (i.e., in hospital), but
occurred relatively infrequently in older patients."

The differences we observed in demographic and clinical

Table 3: Length of treatment, primary goal of treatment and
estimated time by which life was shortened in physician-assisted
deaths .

Physician-assisted deaths;
weighted %*

With patient’s Without patient’s
explicit requestt explicit request

Process n=142 n = 66% p value§
Length of treatment
of terminal illness < 0.001
< 1 month 9.6 46.1
1-6 months 10.2 13.8
> 6 months 80.3 40.0
Primary goal of
treatment during L
week before death 0.013
Cure 1:2 14.6
Prolongation of
life 4.6 4.9
Comfort 94.3 80.5
Estimated time by
which life was
shortened < 0.001
< 1day 1.4 47.9 ‘
1-7 days 44.1 384
> 1 week 445 13.6

*Percentages are weighted to correct for the disproportionate stratification of
deaths and for differences in the distribution of patient characteristics (sex, age,
province in which death occurred, place of death and cause of death) between
study sample and all deaths. Percentages may not total 100 because of rounding.
tEuthanasia and assisted suicide. Missing cases: 1 for length of treatment, 2 for
primary goal of treatment and 1 for estimated time by which life was shortened.
$Missing cases: 1 for length of treatment, 3 for primary goal of treatment
and 1 for estimated time by which life was shortened.

§Calculated using Fisher exact test, for comparison between physician-
assisted death with and without explicit request from the patient.
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characteristics between the cases of euthanasia or assisted sui-
cide and those of life-ending drug use without an explicit
patient request likely reflect differences in the illness trajecto-
ries of the patients concerned. Four out of five cases of
euthanasia or assisted suicide involved patients with terminal

Table 4: Information reported about the use of life-ending
drugs in physician-assisted deaths*

Physician-assisted death,
weighted %*

With patient’s Without patient’s
explicit requestt explicit request

Information n=142 n=66% p value§
Number of drugs 0.038
used

1 33.2 51.4

22 66.8 48.6
Type of drugs used < 0.001

Muscle relaxant 0.5 -

Muscle relaxant 29.0 0.9

and barbiturate

Muscle relaxant 6.4 -

and drug other

than barbiturate

Barbiturate 9.8 =

Barbiturate and 9.5 1.0

drug other than

muscle relaxant

Opioid 21.9 48.7

Opioid and drug 21.9 46.6

other than muscle

relaxant and

barbiturate

Benzodiazepine 1.0 2.7
Person who 0.018
administered drugs

Physician 69.6 47.2

Physician and 8.1 17.4

nurse

Nurse 18.9 33.8

Patient 1.0 =

Physician and 24 -

patient

Nurse and - 1.6

someone else**
Physician present 86.7 79.9 0.35
during

administrationtt

*Percentages are weighted to correct for the disproportionate stratification of
deaths and for differences in the distribution of patient characteristics between
study sample and all deaths. Percentages may not total 100 because of rounding.
tEuthanasia and assisted suicide. Two cases missing for number of drugs used
and for drugs used.

$One case missing for number of drugs used and for drugs used.

§Calculated using Fisher exact test, for comparison between physician-assisted
death with and without explicit request from the patient.

**Relative of the patient.

ttincludes cases in which physician administered drugs or was present during
administration of drugs by someone else.
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cancer, which generally has a predictable illness trajectory.
For these patients, much time can pass between diagnosis and
death, which creates the opportunity for anticipatory decision-
making. In contrast, in the group without an explicit patient
request, most of the patients had diseases other than cancer,
which have less predictable end-of-life trajectories.”” In
addition, with cure being the main goal of treatment in the last
week for some of these patients, and with the length of treat-
ment of the terminal illness often being less than one month,
we believe that the use of life-ending drugs without explicit
patient request often involved chronically ill patients whose
general condition suddenly and drastically deteriorated to a
point that left them permanently unable to communicate. In
these situations, as is apparent from our findings, physicians
need to decide on a course of action together with the
patient’s family, which may result in a conflict of interest.
This underscores the importance of advance care planning
with family and caregivers, and of communication regarding
the patient’s wishes should he or she become comatose or
incompetent. Such measures will undoubtedly limit the num-
ber of cases of life-ending without explicit patient request.

Physicians in our study who indicated an intention to has-
ten the patient’s death without an explicit request from the
patient most often used opioids, alone or with benzodi-
azepines. The use of opioids for ending life are discouraged
because the patient may regain consciousness and because the
procedure can take longer than expected.”* Furthermore, the
life-shortening effect of opioids is subject to speculation.
Recent studies have shown that the actual effect on the end of
life is prone to overestimation.”” The estimated time by
which life was shortened in many of the cases in our study
was already very limited, especially compared with the esti-
mated time in the cases of euthanasia and assisted suicide. We
also found that, although physicians specified an intention to
hasten death, opioids were often given in doses that were not
higher than needed to relieve the patient’s pain. This suggests
that the practice of using life-ending drugs without an explicit
patient request in reality resembles more intensified pain alle-
viation with a “double effect,” and death was in many cases
not hastened. The problem may also exist in other countries;
for example, in the study in the Netherlands, opioids were
also frequently administered to end life without an explicit
patient request.'**" This points to the need for education of
caregivers about misconceptions of opioid use.

We found that the use of life-ending drugs without a
patient’s explicit request occurred more often in Flanders,
Belgium, than in other countries, including the Netherlands,
where euthanasia is also legal."""'® Flemish physicians have
been shown to be more open to this practice than physicians
elsewhere,” which suggests a larger degree of paternalistic
attitudes. This being said, its occurrence has not risen since
the legalization of euthanasia in Belgium. On the contrary, the
rate dropped from 3.2% in 1998 to 1.8% in 2007.” In the
Netherlands, the rate dropped slightly after legalization, from
0.7% to 0.4%." Although legalization of euthanasia seems to
have had an impact, more efforts are needed to further reduce
the occurrence of life-ending drug use without an explicit
request from the patient.

Limitations

Our study is limited because we could not exclude some
degree of nonresponse bias. However, by obtaining an accept-
able response rate from a large population sample and weight-
ing for differences with all deaths, we believe the results to be
representative of all deaths. Another limitation is that the
study provides information only from the physicians’ per-
spective. Also, our study does not permit in-depth case analy-
sis, which impedes interpretation of the contents of discussion
and of reported motivations in the decision-making process.

Conclusion

Our study showed that physician-assisted death with an
explicit request from the patient (euthanasia and assisted sui-
cide) and use of life-ending drugs without an explicit request
were distinct types of end-of-life decisions that occurred in
different patient groups and under different circumstances.
Unlike euthanasia and assisted suicide, the use of life-ending
drugs without an explicit patient request often involved
patients with diseases other than cancer, which have an
unpredictable end-of-life trajectory. This finding underscores
the need for advance care planning. Finally, misconceptions
seem to persist about the life-shortening effects of opioid use.
Future research should closely monitor both types of physi-
cian-assisted deaths in various countries with and without
legal regulations for euthanasia.
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